T ransitioning the complex care of children with different chronic disorders to their home environment has gained significant interest over the past three decades. The high cost of prolonged hospital stay, both financially and socially on families, necessitated this transition. Children who need long-term ventilation support, both invasively via tracheostomy or non-invasively (NIV), are a major group that requires such care. In fact, for many disorders such as congenital central hypoventilation syndrome, this is the standard of care rather than the exception. 1 The current evidence that these children have a better quality of life and development while being cared for at home supports this move towards home care. 2, 3 Studies from developed and developing countries demonstrated a significant increase in the number of children on long-term ventilation at home. [4] [5] [6] [7] In Oman, there is currently no published data on the number of children on long-term ventilation at home. However, unpublished data from a single tertiary center (Royal Hospital, Muscat), revealed that since the first child was sent home on invasive ventilation in 2009, there has been an increase in this practice with 13 children currently followed on invasive ventilation.
Providing this care in Oman, like any other country, is surrounded by several ethical and practical challenges. Ethically, several questions need to be answered on a national level. First, who are the patients that will be supported at home? This decision is currently left to the treating team rather than based on specific clinical criteria, which could result in marked variability in patient care. The fear is that this option is given to inappropriate candidates who otherwise should receive palliative care and is not given to children who may have a meaningful benefit from home ventilation. Second, being in a culture where families rely on physicians to make passive decisions for them, how are we going to actively involve them in this major decision that will change their day-to-day life and social expectations? An example, to put this into perspective, is the change happening with what was considered a lethal neuromuscular disorder. Until recently, children with spinal muscular atrophy type 1 were managed palliatively in Oman like many parts of the world. However, with the recent advance in developing disease-modifying treatment, 8 there is a move towards active treatment. Manually assisted cough and secretion management is almost always needed to provide ventilation support (mostly NIV) for these children when an active treatment pathway is undertaken. 1 Such a decision has major implications on the health care systems and families. If we decided on a national level to move towards this practice then all aspects of the complex home care support for these children need to be addressed. Fragmented care will negatively impact the benefit of this expensive treatment. Soon, similar questions will come up for other disorders as well.
From a clinical perspective, the challenges are equally complex. These children and their families require organized teamwork to coordinate a safe home transition, which is often a lengthy process ranging from 46 days to 9.6 months for invasive ventilation. 9 Providing this level of care across the country (rather than only in Muscat), to ensure safety and health care equality, remains a challenge that requires specialized training. Also, depending on the complexity of child's condition, these children need a long list of equipment including ventilators, suction machines, and monitoring devices and although the cost of this equipment is relatively high, it is far less expensive than occupying an intensive care or highdependency hospital bed. 10, 11 Hence, since these children are provided free service in the hospital, it is logical to say that it is more cost-effective to provide funding for this home care.
Setting local standards of care that ensure safe, practical, and socially acceptable practice is another priority. These standards may deviate from those set internationally. For example, the standard of care published by the American 12 and Canadian 1 Thoracic Societies states that children with tracheostomy need to have 24-hour eyes on care by an awake adult. This is done practically by having caregivers, who are often not family members, stay in their homes overnight to observe the child. Applying this to our society would be challenging, both financially and socially. Alternatively, using pulse oximetry with an alarm has been used by practitioners in some areas of the world, but is not supported by enough evidence. 1 Whether we adopt this in our practice needs a careful assessment rather than personal decision because it concerns the major risk of accidental death. Other examples are beyond the scope of this article.
In the author's opinion, the following steps should be taken:
1. Establishment of dedicated multidisciplinary pediatric home ventilation teams at tertiary care centers in Oman, which includes members from intensive care, pulmonology, general pediatrics, nursing, social work, physiotherapy, speech and language therapy, respiratory therapy, and discharge planning teams. These teams should receive appropriate training in regard to pediatric home ventilation, followed by training assigned focal points at the secondary hospitals.
2. Assigning a task force to develop a national guideline that includes specific criteria of initiation of long-term ventilation and local standard of care to be applied across the country.
3.
A national registry to capture all current and future patients.
The primary care department in different regions
should take the lead in establishing home care nursing that does regular home visits for these children and provides needed support to the families.
In summary, long-term ventilation for children at home is a cost-effective practice that results in a better quality of life. This population is growing worldwide, and Oman cannot be an exception. However, learning from the experience of other countries, there are several key questions and challenges that require urgent attention on a national level to plan and organize this care before we end up with a more complex situation that is difficult to manage. r efer ences
